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 ³1RPDWWHUZKDWWKHFRVW´$TXDOLWDWLYHVWXG\RIWKHILQDQFLDOFRVWVIDFHGE\IDPLO\
DQGZKƗQDXFDUHJLYHUVZLWKLQDSDOOLDWLYHFDUHFRQWH[W 
 
Abstract 
Background: There has been significant attention paid in recent years to the economic costs 
of health service provision for people with palliative care needs. However, little is known 
about the costs incurred by family caregivers who typically provide the bulk of care for 
people at the end of life. 
Aim: To explore the nature and range of financial costs incurred by family caregiving within 
a palliative care context. 
Design: In-depth qualitative interviews were conducted with 30 family/ZKƗQDX caregivers 
who were currently caring for someone with a life limiting illness, or had done so within the 
preceding year. Narrative analysis was used to identify impacts and costs at the personal, 
interpersonal, sociocultural and structural levels. 
Setting: Auckland, New Zealand. 
Findings:  Costs of caregiving were significant and, for participants, resulted in debt or even 
bankruptcy. A range of direct (transport, food, medication) and indirect costs (related to 
employment, cultural needs and own health) were reported. A multi-level qualitative analysis 
revealed how costs operated at a number of levels (personal, interpersonal, sociocultural and 
structural). The palliative care context increased costs, as meeting needs was prioritised over 
cost. In addition, support from statutory service providers to access sources of financial 
support was limited. 
Conclusion: Families incur significant financial costs when caring for someone at the end of 
life. Research is now needed to quantify the financial contribution of family and ZKƗQDX 
caregiving within a palliative care context, particularly given attempts in many countries to 
shift more palliative care provision into community settings. 
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What is already known about the topic? 
x Family members provide the majority of care for people with palliative care 
needs 
x Research conducted with older people indicates that the financial costs 
associated with family caregiving can be significant 
x Little is known about the nature and extent of these costs within a palliative 
care context. 
What this paper adds? 
x This study identifies that family caregivers experience a range of direct and 
indirect costs associated with caregiving. 
x The palliative care context exacerbates many of these costs  
x Support from statutory service providers to access sources of financial support 
was limited 
Implications for practice, theory or policy? 
x This study indicates an urgent need for policy makers to consider the financial 
costs of family caregiving, particularly within the context of drives to increase 
community based palliative care provision 
x Future research is needed to quantify these costs  
x Culturally appropriate methodological approaches must be used to ensure the 
inclusion of research participants from indigenous and minority cultural and 
ethnic groups who are often disproportionately affected by the costs incurred 
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Introduction 
A key policy priority in many developed countries is shifting the provision of palliative and 
end of life care from acute hospital settings into the community.1,2  One perceived benefit of 
this approach is a reduction in acute hospital costs for people in the last year of life; it is 
argued that this money would be better spent providing community health services which 
could enable people to remain in their own home up until death.3 However, one issue that has 
been neglected within this debate is that reducing hospital admissions would not only have 
implications for community service provision, but also for family caregivers who, it has been 
estimated, already provide 75 to 90% of home-based  care for people who are near the end of 
life.4 
 
A recent systematic review conducted to explore the financial costs incurred by family 
caregivers identified no previous studies focusing specifically upon the financial costs of 
family caregiving at the end of life, although there was some evidence that these costs were 
significant.5 Indeed, studies were identified which demonstrated that economic costs 
associated with caregiving have negative implications for the wellbeing and health of family 
caregivers 6,7 and that financial strain is even associated with family preference for comfort 
care over life extending treatment.8  Since the review was conducted, one paper has been 
published which does quantify the costs of caregiving for family caregivers in Canada.  
Drawing on data from the family caregivers of patients with cancer accessing a home-based 
palliative care programme, Chai and colleagues FRQFOXGHGWKDWµUnpaid care costs accounted 
for the largest portion of total palliative care costs, averaging 76.7% over the last year of 
OLIH¶.9:34 This study therefore confirms that, within the Canadian context, family caregivers of 
people with cancer utilising specialist palliative care services are incurring a far greater 
proportion of caring costs at the end of life when compared with those incurred by health 
5 
 
services. Research is now needed which extends these findings beyond cancer to other 
diagnostic groups and national contexts. 
 
In the absence of further research, there is a danger that economic evaluations conducted 
within a palliative care context will only capture those costs which can be easily measured, 
namely those incurred by statutory service providers. For example, the recent UK palliative 
care funding review to inform policy making and commissioning decisions in relation to 
palliative care focused only upon those costs incurred by the state. 10The failure to adopt a 
societal approach to costing by including family caregiving costs runs the risk of decision-
making at a policy level which shifts even more of the costs of caregiving onto families, with 
significant implications for both their wellbeing and their capacity to care.  
 
Aim 
To explore family and ZKƗQDX1 FDUHUV¶H[SHULHQFHVRIWKHILQDQFLDOLPSDFWRIFDULQJZLWKLQD
palliative care context.  
 
Methods 
The choice of qualitative methods was guided by the research question11 and the exploratory 
nature of the study. Our approach was iterative and multi-disciplinary, within the traditions of 
narrative inquiry.12-14  Semi-structured interviews were held with 30 caregivers who were 
either currently caring for a person with palliative care needs, or had done so in the past year. 
Following approval from the [blinded for review] Ethics Committee, 17 participants were 
recruited through a tertiary hospital palliative care service. Clinical staff identified eligible 
                                            
1
 :KƗQDXLVPRVWRIWHQWUDQVODWHGDVµIDPLO\¶EXWLWVPHDQLQJDOVRHQFRPSDVVHVSK\VLFDOHPRWLRQDODQG
spiritual dimensions (http://www.teara.govt.nz/en/whanau-maori-and-family/page-1) 
 
 
6 
 
carers, and invited them to talk to a research nurse if interested in participating. Only three of 
the carers approached declined participation in the study, all for reasons unconnected with the 
research itself. Thirteen 0ƗRUL participants were recruited via community newspaper articles 
about the research and 0ƗRUL radio and TV coverage. 0ƗRUL, the indigenous people of 
Aotearoa, New Zealand, tend to have poorer health than non-0ƗRULDQGDKLJKHUOHYHORI
unmet need for health care generally.15  0ƗRULwho live in more deprived areas are more 
likely to have greater unmet primary health care needs and therefore face a potentially higher 
cost burden relative to more affluent carers, so were an important target group for this 
research.15 Previous research has indicated that targeting community media is a successful 
strategy for recruiting 0ƗRUL, who are under-represented in research16 (Moeke-Maxwell et. al, 
2012) and as users of specialist palliative care services.17 Sampling was purposive to include 
a mix of information-rich participants with diverse demographic characteristics and involved 
in various types of carer relationships.18 This mix was achieved within the recruitment 
timeframe when we had 30 participants, which is also an adequate sample size for an in-
depth, exploratory study of this type. 18 Interviews were conducted by TMM (0ƗRUL 
participants) and RA (non-Maori participants). Participants were recruited and interviewed 
over six months, from November 2012. All participants provided written informed consent 
prior to interview. Participant details are summarised in Table 1. 
 
[Table 1: Participant summary] 
Interviews ZHUHFRQGXFWHGDWSDUWLFLSDQWV¶KRPHV or a relative¶s home  (n = 25), by telephone 
(n = 2), at the hospital (n = 1), or in a café (n = 2) depending on participant preference. 
Interviews lasted between 30 and 90 minutes.  $OOLQWHUYLHZVFRQGXFWHGE\WKH0ƗRUL
UHVHDUFKHULQFRUSRUDWHGDNDXSDSD0ƗRULDSSURDFK.DQRKL-ki-te-kanohi (face to face) 
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interviews cateUHGIRUWKHUDQJDWLUDFKLHIO\VWDWXVRISDUWLFLSDQWVDQG0ƗRULFXOWXUal research 
protocols were observed. 19 
 
The interview guide was informed by relevant literature5 and covered the following key 
areas: experiences of caring; financial costs in relation to both day-to-day care and 
emergency situations; who else was involved in caring and related costs; and whether 
financial assistance had been received from elsewhere (family, loans, credit, insurance, state 
support). Views were also sought about appropriate methods for conducting research in this 
area; these data are reported elsewhere.20 Interviews were digitally recorded with 
SDUWLFLSDQWV¶FRQVHQWDQGWUDQVFULEHG verbatim. Summaries of interview data were presented 
back to participants for their feedback to maximise methodological rigour and, in particular, 
the confirmability of findings.21 
 
Qualitative data software (NVivo 10) was used as the filing system for the initial categorising 
and overview of responses to interview questions, experience-centred narratives,13 cost areas 
and cultural concerns. A more focused analysis was then conducted using the narrative 
gerontology framework of personal, interpersonal, sociocultural and structural dimensions of 
experience.22 Analysis was led by TMM (MƗori) and RA (non-MƗori); a selection of 
transcripts were independently reviewed by CG and coding was carried out by consensus to 
ensure rigour and trustworthiness.  This framework supported analyses of financial costs 
which operate at all these levels.Verbatim quotes are presented with anonymised initials and 
the relationship to the person with life-limiting illness (e.g., partner, daughter). 
 
Findings 
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Participants reported a wide range of experiences with relation to the costs of caring, and 
described the significant implications of these costs. Participant data have been summarised 
under the following themes: the motivations for caring, the range and nature of costs, the 
LPSDFWRIWKHµHQGRIOLIH¶SKDVHRQFRVWV, the impact on wider family and the lack of support 
systems. These themes can best be understood within the context of a multi-level narrative 
gerontology model of personal, interpersonal, sociocultural and structural domains, as will be 
described below. 
 
While motivations and meanings of care were not the focus of this research, the sensitivities 
RIWDONLQJDERXWPRQH\³DWDWLPHOLNHWKLV´WKDWLVZKHQVRPHRQHKDGDOLIH-limiting 
illness), meant participants always framed their talk of costs with comments on the 
importance and meaning of care to them. As one participant reported: 
>0RQH\@QHYHUFDPHLQWRWKHHTXDWLRQ«,WZDVDORWRIKDUGZRUNEXWZKHQ,ORRNDWLW
,¶PJODG,ZDVWKHUHDQGQRWVWUDQJHUV<70ƗRULSDUWQHU 
0ƗRULSDUWLFLSDQWV¶FDUHJLYLQJFRPPLWPHQWZDVRIWHQLQIRUPHGE\FXOWXUDOYDOXHVVWHHSHGLQ
ƗURKDFompassion) and manaakitanga (preservation of mana and dignity), which were 
prioritised over care costs.  Many participants invoked notions of reciprocity in their 
discussions:  
The way I see it is a parent raises a child, their whole role is to look after the child 
XQWLOWKH\EHFRPHDQDGXOWDQGWKHQ,VHHLWRQFH\RX¶UHDQDGXOWZHVKRXOGUHSD\WKDW
back. You know, beFDXVH\RXUSDUHQW¶VKHDOWKDQGHYHU\WKLQJVWDUWVWRIDLODVWKH\JHW
older. So my obligation is to them  (ST$0ƗRULGDXJKWHU. 
However, it was clear that the financial costs incurred by caregiving were significant for all 
participants, although the extent of the financial impact of caregiving was determined by 
SDUWLFLSDQWV¶FXUUHQWILQDQFLDOVLWXDWLRQ and therefore varied markedly within our sample. 
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Participants who reported the highest levels of financial resource, considered themselves 
µOXFN\¶DQGUHSRUWHGonly having to cut back on planned expenditure, such as a trip overseas 
to visit a new grandchild, in order to meet their caring costs. However, others with fewer 
financial resources reported a range of more serious repercussions. These included incurring 
significant debt, moving to a smaller house and, in the most extreme cases, going without 
food because they could not afford to buy enough for everyone in the household. 
Sometimes food, the children are fed and we adults just have the leftover, so we could 
PDNHHQGVPHHW%XWWKDW¶VEXWZHDOZD\VWKLQNRILW¶VWHPSRUDU\DQGZKHQHYHUWKH
day will come, it will end.  Things will be back to what, to whatever we usually do. 
(CT, Tongan daughter)   
 
Range of costs incurred 
Participants reported that a broad range of direct and indirect costs were incurred by 
caregiving (see Table 2).  
Direct costs were those involving direct outlays of money. Those most frequently mentioned 
ZHUHSDUNLQJDQGWUDQVSRUWFRVWVUHODWHGWRWKHLUIDPLO\PHPEHU¶VKRVSLWDODSSRLntments and 
admissions. Costs of clothing and bed-linen were also mentioned by many participants; for 
example, some care recipients required new clothes following weight loss, or required new 
bed-linen because of increased frequency of bedding changes.  
Diverse costs associated with medical treatment were reported, including those related to 
paying for medication and general practitioner (GP) visits, and paying for alternative or 
complementary therapies. All participants mentioned food costs as an expenditure that had 
ULVHQVLJQLILFDQWO\GXULQJWKHLUIDPLO\PHPEHU¶VLOOQHVV7KHfinal section of our results 
explores these costs in more detail by demonstrating how a multi-level analysis is useful in 
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understanding the complex ways in which these costs operate. Finally, costs of funerals and 
tangihanga (0ƗRULIXQHUDOFXVWRPV) were discussed. Some SDUWLFLSDQWV¶IDPLO\PHPEHUVKDG
insurance to cover at least part of the cost; others reported getting estimates of costs prior to 
WKHLUIDPLO\PHPEHU¶VGHDWKVRWKH\FRXOGSXWILQDQFLDOSODQVLQSODFH, or using government 
assisted funeral subsidies. Several 0ƗRUL participants anticipated funeral expenses and had 
taken out funeral insurance cover. Government assisted funeral subsidies managed by Work 
and Income New Zealand were also utilised.  Lack of resources led to several whƗnau being 
unable to conduct traditional tangihanga at ancestral homes. 
 
Indirect costs were those incurred by participants as a result of their caregiving role. These 
included costs relating to lost employment opportunities, cultural obligations and personal 
costs related to carer health and wellbeing. Participants who were in paid work were often 
forced to fit in caring tasks around work, negotiating to work from home, using up annual 
leave and sick leave, or taking unpaid leave. Some participants had had to give up paid work 
to care; others had had their benefits cut because they were unable to actively look for work 
because of caring responsibilities. Self-employment allowed some flexibility, but also meant 
there were no paid leave provisions. One self-employed participant, for example, reported 
that his income halved when caring for his wife who had to leave her full-time job, leaving 
him with WKH³EDODQFLQJDFW´RIWU\LQJWRwork, care for two children, and care for her. After 
her death, he was forced to sell the family home and buy a smaller, more affordable property.  
For MƗori, the cultural obligation and preference to return to ancestral homes before death 
and/or post death (tangihanga) incurred additional transport costs and other expenses 
associated with meeting these cultural end of life needs. In several cases customary funeral 
traditions were interrupted due to a lack of resources. Some participants also reported that 
caring had negatively affected their own health and wellbeing. Costs incurred as a result 
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included physiotherapy for back injuries resulting from lifting their family member. Anxiety, 
depression and insomnia associated with caregiving could also incur financial costs in terms 
of GP visits and medications, both at the time of caregiving and into bereavement. 
 
Palliative care context increases costs 
While any type of caregiving can have financial costs associated with it, participants¶ 
responses highlighted how the particular context of caring for someone with palliative care 
needs could exacerbate financial costs and constrain the mitigation of such costs. Indeed, 
carers had a sense of urgency about PHHWLQJWKHSHUVRQ¶VQHHGVUHJDUGOHVVRIFRVW as death 
approached. For example, ZLWKLQWKH0ƗRULFRKRUW, many carers reported purchasing 
kaimoana (seafood) to satisfy the cultural preferences of the dying individual, while 
participants in the non-0ƗRULFRKRUWreported sourcing very expensive food items to try and 
µWHPSW¶WKHLUIDPLO\PHPEHUWRHDW when appetite was affected by nausea and illness: 
0XPGRHVQ¶WHDWRND\":KHQPXPIHHOVOLNHHDWLQJLIPXPVDLGWRPH³2K,IHHO
like scallops,´,¶GKXQWWKHHDUWKGRZQWRILQGVFDOORSVIRUMXPEHFDXVHLIVKH¶V
JRLQJWRHDWWKDW,¶GUDWKHUKHUKDYHWKDW(ED, NZ European, daughter) 
 
Similarly, participants reported paying for anything they could that would make life easier for 
their family member. For example, several talked about paying extra money to receive GP 
home visits because of the burden of attending the practice: 
We got the doctor to come and visit her « it was just so much easier for him to 
come to her. Even though it cost 70 dollars instead of 15 or 20 or whatever it was. It 
was worth the extra costs. (BC, NZ European, son) 
A patient¶s GHVLUHWR³GLHDWKRPH´ would often come at a cost, including a financial cost, in 
terms of family members having to provide nursing care. For example,  a 0ƗRULSDUWLFLSDQW
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terminated paid employment to provide full time care of her older mother, knowing that it 
would incur financial hardship to nurse her at home:  
So I gave up my [job]; I resigned from my job which, yeah, which I knew would put 
PHLQDSRVLWLRQZKHUH,ZRXOGQ¶WEHDEOHWRFRSHILQDQFLDOO\ &7+0ƗRULGDXJKWHU 
A NZ European son reported that his mother with bowel cancer waV³DGDPDQW´VKHZDQWHG
³WRGLHDWKRPHLQKHURZQEHG´ZKLFKPHDQWWKDWKHused up all his sick and annual leave as 
he and his wife took on the responsibility of caring, including hourly toileting, and was 
³FRPSOHWHO\VKDWWHUHG´ZKHQLWZDVRYHU.  A man who had recently been made redundant 
moved in to help care for his sister so her husband could keep working, even though he was 
then penalised for not actively job-seeking:  
She prefers the family to care for her because obviously they know her better than any 
VWUDQJHUIURPRXWVLGHDQGLW¶VPXFKEHWWHUIRUKHUVRVKHNQRZVZKR¶VFDULQJIRUKHU
%HFDXVHVKH¶GUDWKHUKDYHIDPLO\ORRNDIWHUKHUWKDQDQ\ERG\HOVH. (HH, NZ 
European brother) 
 
Costs of caring affects the wider family/network 
Financial costs also had an impact on the wider family or social network, including after the 
death of the patient. Whilst in most cases the bulk of the costs were incurred by one primary 
carer, typically there were multiple family/ZKƗQDX members involved in providing care and 
sharing costs.  
 
6HYHUDO0ƗRULZKƗQDXLGHQWLILHGWKH\KDGWZRRUPRUHLQFRPHVWUHDPVIORZLQJLQWRWKHLU
home. However this did not always result in money being equitably dispersed to help off-set 
care costs. It is also important to recognise that some participants had multiple caring 
responsibilities, as exemplified in this daughtHU¶VDFFRXQWRIFDULQJIRUKHUROGHUSDUHQWV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0XPFDQ¶WORRNDIWHUDad and Mum tries to look after Dad and then Dad tries to look 
after Mum and then Dad worries if MXPIHOOKHZRXOGQ¶WEHDEOHWRSLFNKHUXSDQG
VRZH¶YHVRUWRIWDNHQWKRVHZRUULHVDZD\IURPWKHPERWK [by having Mum move in 
with us]...... I cook meals at night for Dad and then I take them around at night for 
Dad and then [niece] will do everything else that needs to be doing, like the 
housework and the cleaning and things like that.  (ED, NZ European daughter) 
 
The complex care requirements across family networks, both in terms of time and money, 
could have an enduring and compounding impact on carers that many felt was not sufficiently 
recognised by health or social service providers, employers or wider social networks.  
 
Cost and care-support systems are confusing and inadequate 
There were variable accounts as to what statutory (government) help was available in the 
FRQWH[WRI³EHLQJSDOOLDWLYH´ New Zealand has an increasingly constrained publicly funded 
health system with some provision for end-of-life care, but exactly what was available, and 
when, was often unclear to participants. Interviewees were appreciative of help and support 
they received but were frustrated at systems and bureaucracies, including the apparently 
random discovery of entitlements, as one participant explained:  
7KH\GRQ¶WFRPHRXWDQGJLYH\RXDEURFKXUHDQGVD\³+HUH\RXJRKHUH¶VDQ
DSSOLFDWLRQIRUPILOOLWLQDQG\RX¶OOJHWVRPHPRQH\´1R\RX¶YHJRWWRDVNVRWKDW
FDQVRPHWLPHVEHH[WUHPHO\IUXVWUDWLQJEHFDXVH\RXGRQ¶WNQRZKRZ\RX¶UHJRLQJWR
survive this financially. (EW, NZ European husband) 
There was not DZLGHVSUHDGH[SHFWDWLRQWKDW³WKHVWDWHVKRXOGSURYLGH´RUWKDWSHRSOHZHUH
entitled to a lot from the health and social system. The key issue was that if there were agreed 
provisions, it should be easy to find out about them and to use them effectively. One 
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participant VXJJHVWHGWKHUHVKRXOGEHD³SDOOLDWLYHFDUHQHHGVEDVHGDVVHVVPHQW´ZKHUHQHHGV
were assessed across the person and the carer network, in order to identify resource 
constraints and provide clear information on costs and entitlements.    
 
Costs operated at a number of levels 
Four dimensions of costs were identified in our analyses: personal, interpersonal, 
sociocultural, and structural.22 The way these dimensions interacted with one another in 
relation to financial costs are represented in Figure 1. Analyses identified that personal and 
interpersonal costs sat alongside each other and could also overlap. For example, one 
participant reported using up all her paid leave but being supported financially by her 
brothers so she could care for their father; another, by contrast, stated that her brother offered 
no financial or other help, but wanted money from her PRWKHU¶VKRXVHVDOH7KHFHQWUDO
relationships between carers and care-receivers were located within the context of the 
sociocultural realm, where community or wider social or financial resources may be 
available, and where cultural or gendered practices around care produced particular 
expectations and costs.  As one participant explained:  
,¶PWKHRQO\JLUO,¶YHJRWWKUHHROGHUEURWKHUVWKH\¶YHDOOJRWIDPLOLHVDQGRWKHU
commitments.  I, on the other hand (laughter) have not got any attachments at the 
PRPHQWEXWRIFRXUVHEHLQJRI&RRN,VODQGGHVFHQWLW¶VIDPLly first. (MS, Cook 
Island/European daughter) 
Finally, the structural systems within which care occurs were found to have cost implications 
DWDOOOHYHOV)RUH[DPSOHPDQ\SDUWLFLSDQWVDSSUHFLDWHG1HZ=HDODQG¶VSXEOLFO\IXQGHG
health emergency services, but not the lack of ongoing or palliative care provision:  
I think our health system is fantastic in emergency situations and being very thorough, 
GRLQJDOOWKHWHVWVDQGWKHVWDIIDUHZRQGHUIXOWKH\DUH%XWLW¶VWKHIROORZXSLW¶V
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ZKDWKDSSHQVDIWHUWKHLPPHGLDWHHPHUJHQF\SDUWKDVSDVVHGLW¶VWKHIROORZXSFDUH
that is inaGHTXDWH«.  (GB, NZ European daughter) 
 
[Figure 1 here] 
An example of how costs operated across the four levels of the framework is outlined in 
Table 3 in relation to food costs. It was apparent in our analyses that food costs were related 
to the individual-level needs of the care-receiver to have particular foods, the interpersonal 
QHHGIRUIRRGWRFDWHUIRUYLVLWRUVWKHVRFLRFXOWXUDOGHPDQGVIRUPHDQLQJIXO³FXOWXUDO´IRRG
and tKHVWUXFWXUDOFRVWVRIKDYLQJWRHDWDWH[SHQVLYHKRVSLWDOFDIHVZKLOHUHPDLQLQJ³´DW
the bedside of the person with a life-limiting illness.   
 
 [Table 3: Costs of food at all levels] 
 
Discussion 
This study is one of the first to explore the range, and impact, of financial costs borne by 
family caregivers within a palliative care context. Our findings are consistent with the limited 
evidence base in this area which indicates that these costs are substantial5,9 and can have 
serious and long-lasting repercussions. Whilst significant costs have also been reported in the 
wider caregiving literature23,  it was clear that the context of a life limiting illness was 
significant to the nature and extent of financial outlay.  
 
Our findings were interpreted within the context of a multi-dimensional model of the costs of 
caring. Within the personal and interpersonal domains, our findings indicate that a range of 
direct costs are incurred by family caregivers in many diverse areas. Many of these were 
consistent with the previous limited research in this area, for example24, as well as the wider 
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caregiving literature. Within New Zealand, in line with other countries with a partly or fully 
privatised health sector, the costs of unsubsidised medications and GP home visits are 
acknowledged to place a significant burden upon patients and family caregivers. Similarly, 
the costs of travelling to health appointments and parking charges, both of which were 
frequently raised by our participants, have also been discussed within the wider literature.25 
Our findings confirm that large regional rather than local hospitals (advocated for economies 
of scale), poor public transport infrastructure (Auckland lacks good public transport), and 
privatised contracts for revenue-generating parking and food provision in hospitals all 
FRPSRXQGHGRXUSDUWLFLSDQWV¶FRVWV. This highlights the interplay of structural and 
personal/interpersonal dimensions on financial costs.  
 
Our study also extends previous findings by identifying a range of direct costs that go beyond 
those related to a patient¶s medical care. Food was a frequently mentioned expense and our 
multi-level analysis enabled insight into the different ways in which these costs were 
incurred. In addition, indirect costs were reported, including those related to present and 
IXWXUHSDLGHPSOR\PHQWDQGDFDUHU¶VRZQKHDOWKDQGZHOOEHLQJThis finding is of particular 
concern given evidence which suggests that informal caregiving is often associated with poor 
physical and mental health, which may be exacerbated by the caring role.26 
 
A range of costs were also identified within the sociocultural domain. Costs were experienced 
differently across the sample, with participants with limited financial means 
disproportionately impacted.  Low-LQFRPH0ƗRULIDPLOLHVDFFUXHGGHEWDWDWLPHZKHQ
FXOWXUDODQGIDPLOLDOLPSHUDWLYHVWRFDUHZHUHDWWKHLUJUHDWHVW)RU0ƗRULSDUWLFLSDQWVFDULQJ
17 
 
context of colonialism and disenfranchisement.27 The financial costs of family caregiving can 
therefore be seen as exacerbating pre-existing social inequities. 
 
The structural level can also be linked to the critique of neoliberal welfare and support 
V\VWHPVZKHUHWKHUKHWRULFWKDW³IDPLO\FDUHLVEHVW´LVXQGHUSLQQHGE\DOHVVRYHUWDVVHUWLRQ
WKDW³IDPLO\FDUHLVFKHDSHVW´WRWKHVWDWe). 28,29 This echoes the use of the four dimensions in 
other narrative research investigating how individual narratives are inevitably intertwined 
with collective effects.30 
 
This study was an initial exploratory project LQ1HZ=HDODQG¶VODUJHVWFLW\, therefore findings 
may not be applicable to other contexts or settings. However, our study presents the first data 
of its kind and underlines the importance of further research to provide quantifiable data on 
the nature and extent of family caregiving costs. 
 
Conclusion 
The multi-level analysis of costs offers opportunities for multi-level actions to mitigate costs, 
from personal and family financial planning to better cultural awareness around customary 
practices and associated costs. The presence of statutory support for those caring for people 
in a palliative care context was valued; the absence of information and transparent eligibility 
and access to such support was not.  While our findings show that financial costs were 
significant, there was also evidence of resourceful financial problem-solving and a strong 
commitment to care. However, this commitment to care cannot be realised without further 
research which quantifies the nature and extent of costs; the development of innovative 
solutions for supporting family members caring for those at the end of life; and policy 
commitment to supporting those family caregivers who are key to palliative care provision.  
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Table 1: Participant characteristics (n = 30) 
Characteristic n 
Age range of caregivers 22±79 yrs 
Gender: 
   Male 
   Female 
 
7 
23 
Self-identified ethnicity: 
   0ƗRUL 
European New Zealander 
  Other (Cook Island, Samoan, Tongan) 
 
12 
13 
5 
Caring for: 
Mother 
Father 
Spouse/Partner 
Other relative (e.g., sibling, great-uncle) 
Friend/Client 
 
14 
5 
5 
4 
2 
Life limiting illness (primary) 1  
Type 1 (cancer) 
Type 2 (COPD, cardiac, diabetes) 
Type 3 (dementia, motor neuron) 
 
19 
7 
4 
Length of time caring: 2 
Less than 1 month 
1 month ± 6 months 
> 6 month ± 1 year 
> 1 year ± 2 years 
> 2 years ± 4 years 
More than 4 years 
 
2 
6 
4 
8 
6 
4 
Household income: 3 
< $50,000 Low 
$50,001-$100,000 Medium 
>$100,000 High 
 
17 
10 
2 
 
Notes: 
1. Illness trajectory types are 1. Short period of evident decline; 2. Chronic with acute episodes; 3. Prolonged 
dwindling31  
2. Participants variously defined period of care; end-VWDJHµSDOOLDWLYH¶PD\EHMXVWZHHNVEXWIXOO-time provision 
of care in context of life-limiting illness may have been years. 
3. N = 29, as the family of one care recipient who was in a long-term residential care facility did not wish to 
disclose their income. HRXVHKROGLQFRPHFRXOGLQFOXGHFDUHU¶VLQFRPHFDUHUHFLSLHQW¶VLQFRPHLIOLYLQJLQ
household), and income from other family members residing in household (e.g., spouse); and does not reflect 
costs, such as how many children supported on that income, accommodation costs etc. The mean household 
income in 2012 in NZ was $81,067 (mean individual income $38,843).  
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Table 2: Range of costs of family/ZKƗQDX caregiving 
Transport I have two sisters who are in Melbourne, who are, they have to travel.  So they travel in every 
DOWHUQDWHZHHNVRLW¶VOLNHZKHQLW¶VWKHLUSD\GD\WKH\KRSRQDSODQHFRPHIRUWKHZHHNHQG
And then they fly back with their children, and then they work for the alternate weekend for the 
next pay day.  (CT, Tongan daughter, caring for mother) 1 
 
:H¶YHKDGWRJHWDQDPEXODQFHEHFDXVHVKHZDQWVLWLW¶VUHDOO\XQFRPIRUWDEOHIRUKHUDQGVRLW¶V
best to have them come out so that she can be rested up in bed and she can lie on her side 
DQG>LW¶V@SHUFDOO-out yeah. (KU, Tongan daughter)   
Parking The parking was $18 DGD\IRUGD\VDZHHN«DQGWKHJLUOV[adult daughters] would come in as 
ZHOO«6R,MXVWZHQWLQDQGVWD\HGWKHUHDOOGD\,ZHQWLQILUVWWKLQJLQWKHPRUQLQJDQGVWD\HGµWLO
R¶FORFNDWQLJKW$QGVKHZDVLQWKHUHSUREDEO\WKUHHVHVVLRQVWKDWVKHVSHQWLQWKHUHXSWRD
week. But yeah, that probably was the biggest cost for the whole thing. (CW, NZ Eur husband) 
 
,W¶VDORQJWUDYHODQGLW¶VDORQJFRPPXWHIRUXVDQGLW¶VWKHFRVWUHDOO\EHFDXVHWKHUH¶VSDUNLQJ
involved too.  So sometimes we can get away with one person staying at the Domain [a nearby 
park] with the car, ZKLOHWKHRWKHUWZRYLVLWEXWZHGRQ¶WXVXDOO\JRHYHU\GD\(YU, Tongan 
daughter, who is caring for mother, with father and sister  KU) 
Utility Power went up because she was home all the time, so the TV was on all the time; she was taking 
PDVVLYHO\ORQJVKRZHUVZKHQVKHZDVLQLWLDOO\LOOµFDXVH\RXNQRZZKHQ\RX¶UHVLFNDKRW
shower does you well.  Yeah that was on all the time as well because she was home, to stay 
warm.  So yes our power went from $520 DPRQWKGRZQWRDIWHUVKH¶GJRQHWR$220, so it nearly 
halved. (EW, NZ Eur husband) 
 
$QGWKHSRZHU\HDKLWZDVWKHSRZHUµFDXVHKHJRWUHDOO\FROGVRZHKDGWRXVHWKHKHDWHUOLNH
24/7 we had to leave the heater on and our power bill shot up like a million dollars the last month. 
(KE, MƗori great-niece caring for great-uncle) 
Telephone/ 
internet 
<HDKLWZDVOLNHWKDWFDQ¶WXVHXSWKDWPXFKLQWHUQHWZH¶UHOLNHZKDWWKHKHOO" [they had gone 
ZD\RYHUGDWDFDSRQDFFRXQW@«it was just searching for things like occupational therapists and 
what he was entitled to, just the little things that we were always on the internet for and just trying 
to figure out how to keep a lung patient comfortable (KE, MƗori great-niece) 
Food (see table 
3) 
7KHUH¶VIRRGµFDXVHVKHµFDXVHPXPGRHVQ¶WHDWRND\":KHQPXPIHHOVOLNHHDWLQJLIPXP
VDLGWRPH³2K,IHHOOLNHVFDOORSV,´,¶GKXQWWKHHDUWKGRZQWRILQGVFDOORSVIRUPXPEHFDXVHLI
VKH¶VJRLQJWRHDWWKDW,¶GUDWKHUKHUKDYHWKDW(ED, NZ Eur daughter) 
Clothing & bed 
linen 
:HGRQ¶WZDQWKHUO\LQJRQWKHVDPHVKHHWHYHU\GD\VRRQFHVKHJHWVDZDVKDOOWKDWJHWV
removed, we place it into the washing machine, wash, dry (CT, Tongan daughter) 
 
New pyjama pants and like easy to get on and off clothes.  So that would have been about a 
hundred dollars (MW, NZ Eur daughter) 
Equipment/ 
house 
modification 
:H¶UHDERXWWRVSHQGDWKRXVDQGGROODUVRQDFKDLUVRZHFDQJHWKLPLQDQGRXW(MS, Cook 
Island daughter) 
We did buy a wheelchair, which was several hundred dollars but it was just, it was really good at 
WKHHQGZKHQVKHZDVFRXOGQ¶WKDUGO\ZDON%&1=(XUVRQ  
Alternative or 
complementary 
therapies 
That was really costly, alternative medication, it was a Chinese herbalist, I think it cost us about 
$340 or $350 per week for 4 weeks. (MR, MƗori daughter caring for father) 
Professional 
carers 
<HV,SDLGVRPHRQH«,PHDQWKDW¶VMXVWZKDW\RXGRLW¶VQR different to having children. ..I 
ZRXOGQ¶WKDYHOHIWKHURQKHURZQ«6R,SDLGRQHWKDWZDVDERXW$1,500 EXWWKHUH¶VVWLOODQRWKHU
FRXSOHWRFRPHLQDQGWKHQ,¶YHSDLGWKHFDVKRQHPXVWEHDERXW$1,000 or something (GB, NZ 
Eur daughter)  
Medication Some of [the medications] are subsidised ± ,PHDQ\RX¶UHQRWWDONLQJDERXWWZRRUWKUHHSLOOVEXW
she was taking a cocktail of drugs for different things and $30/$40 for a whole prescription which 
GRHVQ¶WVHHPOLNHDORWRIPRQH\EXWHYHU\ZHHNLW¶VDORWRIPRQH\ZKHQ\RXDUHQ¶WZRUNLQJ
µFDXVH\RX¶YHJRWWREHWKHUHFDULQJ(EW, NZ Eur husband in his 40s, self-employed and caring 
for wife and 2 young children) 
Products ,QFRQWLQHQFHSDGV,MXVWFRXOGQ¶WILQGRXWIURPDQ\ERG\WKHKRVSLFHJDYHXVZKDWWKH\Fould. I 
ZHQWDQGERXJKWTXLWHDIHZ«7KHRQHVDWWKHVXSHUPDUNHWZHUHQ¶WDQ\JRRG,KDGWRJRWRRQH
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of these [online companies], Nappies for Less I think it was. For the bigger ones, the larger pads. 
But then, once the district nurse came on board, after a few visits, I think I must have asked her, 
RUVRPHERG\WROGPHWKDWWKH\ZRXOGVXSSO\WKHPWKH\GLGQ¶WRIIHUWKHP(CW, NZ Eur husband 
in his 60s) 
Funeral/ 
tangihanga 
costs 
,¶YHFRQWDFWHGWKHIXQHUDOGLUHFWRUVWKDWZHGHDOWZLWKZLWK'DGDQGP\ODWHEURWKHUDQGWKH\¶OO
EHWKHRQHWKDW¶VJRLQJWRORRNDIWHU0XPZKHQKHUGD\FRPHVMXVWWRJHWDFRVWLQJ«WKHQZH¶OO
EHORRNLQJDWZD\VRISXWWLQJWKDWFRVWWRJHWKHU$QGLW¶VQRWWKDWZHZDQWKHUWROHDYHXVEXWLW¶V
MXVWWKDWZHNQRZWKDWWKHUH¶OOEHDWLPHZKHQLWFRPHV,IZHSUHSDUHRXUVHOYHVQRZWKHQLWZLOO
make life easier for us when the time comes (CT, Tongan daughter) 
Employment The impact for me was that I went from a salary, obviously prior to looking after mum, and gave 
up my job and so from a normal above average salary I went to $230 a week, so that was the 
impact for me. (JA, NZ Eur daughter) 
Own health $QG,WKRXJKW,FDQ¶WJRWKURXJKDQRWKHUQLJKWOLNHWKLV,ZDVMXVWVRWLUHGDQGH[KDXVWHG«WKH
last four or five days are just so vivid, they were just so horrendously stressful and I was just a 
SK\VLFDOZUHFN$QGWKHQRIFRXUVHWKH\GLHDQGWKHQ\RX¶UHVWUDLJKWLQWRDOOWKHIXQHUDOWKLQJV
and I was the onO\RQHKHUHP\EURWKHUVKDGWRFRPHIURP$XVWUDOLDDQG\RX¶UHGHDOLQJZLWK
SKRQHFDOOVDQG\RX¶YHJRWGHDGOLQHVIRUWKLQJVOLNHWKHSDSHUDQGWKHIXQHUDOVKHHWDQGLWMXVW
keeps going, it just keeps going. (GB, NZ Eur daughter, now on sleeping pills & antidepressants)  
Back injuries (CW, NZ Eur husband and his adult daughter also, due to having to lift his wife in 
and out of bed and bathroom) 
Note: 
7KHVHDUHLOOXVWUDWLYHYHUEDWLPTXRWHVIURPLQWHUYLHZVLQEUDFNHWVDUHSDUWLFLSDQW¶VDQRQ\PLVHGLQLWLDOV plus 
extra details to clarify context or relationships  
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Table 3: Costs of food at all levels 
Personal/individual costs Examples  
/X[XU\RUµWUHDW¶IRRG Pavlova, shrimp cocktail, sushi, crayfish 
µ+HDOWK\¶IRRG More fresh fruit and vegetables for person with illness; green milk (skim) 
more expensive than blue (full fat); vitamin water (helped nausea) 
Effects of illness and treatment on 
appetite 
Increased appetite e.g. because of steroids  
Decreased appetite/nausea: FRVWO\³Oiquid food´RUKLJKprotein  
drinks/meal replacements 
Interpersonal costs  
Visitors 7HDPLONELVFXLWVIRUµGDLO\YLVLWRUV¶SURYLGLQJPHDOVfor many  
Food for family coming to 
visit/care 
+DYLQJWRPDNHPHDOVIRU'DGQRZWKDW0XP¶VVLFNIDPLO\PHPEHUV
coming to stay 
Effect of palliative care journey on 
FDUHUV¶HDWLQJ 
Partner¶VQRWHDWLQJZK\VKRXOG,"<7money spent on petrol/parking 
for hospital so less money for food bill; unhealthy hospital café food or 
rushed takeaway food  
Minimal way to express care for 
sick person 
Prompts siblings to at least drop off some food to Mum (FM) 
Sociocultural costs  
)RRGFKDUDFWHULVHGDVµFXOWXUDO¶ µ,VODQGIRRG¶± taro, yams (KU) 
µ)RRGIURPWKHVHD¶± sent daughter to go diving for kina; traditional food 
OLNHµrotten corn¶ (MR) 
Sociocultural expectations of 
providing food at funeral 
&RXOGQ¶WDIIRUGWRFDWHUIRUIXQHUDOIRRGµWDNHDZD\VGRZQWKHURDGLI\RX
ZDQWLW¶<7flat out organising everything including food for funeral 
ZKHQ\RX¶UHH[KDXVWHG*%Sart of leftover funeral debt is cost of 
catering  
Structural impacts on food  
Food grants So-FDOOHGµfood grants¶ (emergency support) for those on state-allocated 
sickness/unemployment benefits were hard to get, with narrow 
criteria/inflexibility re support allocation 
Hospital cafes ± private businesses Lack of healthy food options, little suitable for vegetarians/other health 
needs (MS) 
+LJKFRVWRIIRRGIRUµWUDSSHG¶people ± 24 hrs/day at hospital; no other 
food purchase options near hospice or hospital 
Poor communication systems 1RWZDUQHGRIGLVFKDUJHVRQRIRRGLQ0XP¶VKRXVH)0 
Hospital food systems for patients Being sent the wrong meal or no meal ± no way to know how to find 
hospital kitchen or request correct food (CW) 
 
  
Figure 1: Four dimensions influence financial costs of care 
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ŵĞĚŝĐĂƚŝŽŶĐŽƐƚƐ ?ƌĞƐƉŝƚĞ ?
ŚŽƐƉŝĐĞƐ ^ŽĐŝĂůƐĞƌǀŝĐĞ
ƉŽůŝĐǇŽŶƐƵƉƉŽƌƚ
ĨŽƌĐĂƌĞƌƐ ?ƐŝĐŬŶĞƐƐ
ďĞŶĞĨŝƚƐ 
ŵƉůŽǇŵĞŶƚƉŽůŝĐŝĞƐ ?
ĚŽŵĞƐƚŝĐůĞĂǀĞ
ƉƌŽǀŝƐŝŽŶƐ 
'ŽǀĞƌŶŵĞŶƚ
ƉŽůŝĐǇ ?ŐůŽďĂů
ĨŝŶĂŶĐŝĂůĐƌŝƐŝƐ
ŝŵƉĂĐƚŽŶ
ŚŽƵƐŝŶŐĐŽƐƚƐ ?
ĞŵƉůŽǇŵĞŶƚ ?
ŚĞĂůƚŚĐĂƌĞ 
ƵůƚƵƌĂůĞǆƉĞĐƚĂƚŝŽŶƐ
ĂŶĚƉƌĂĐƚŝĐĞƐƌĞŐĂƌĚŝŶŐ
ĐĂƌŝŶŐĂŶĚĚǇŝŶŐ 
ŶƚƌĞŶĐŚĞĚĐƵůƚƵƌĂůůǇďĂƐĞĚ
ƐŽĐŝŽĞĐŽŶŽŵŝĐĚŝƐĂĚǀĂŶƚĂŐĞ
ĨƌŽŵĐŽůŽŶŝƐĂƚŝŽŶ ?ƌĂĐŝƐŵ 
 Relationship with 
care-receiver, 
including re finances 
 Links with other 
carers (formal and 
informal) sharing 
costs and tasks (or 
not) 
 Other care needs 
(children, elders) 
 Role models of care 
 Assertiveness in
dealing with  
system 
ŽŵŵƵŶŝƚǇĂŶĚ
ŶĞŝŐŚďŽƵƌŚŽŽĚƐƵƉƉŽƌƚƐ ?
ǀŽůƵŶƚĞĞƌƐ ?Ğ ?Ő ? ?ŚŽƐƉŝĐĞ ? 
ĐĂŶĐĞƌ 
/ŶƐƚŝƚƵƚŝŽŶĂůƌĂĐŝƐŵ ?ŶŽƚƌĞĐŽŐŶŝƐŝŶŐĐƵůƚƵƌĂů
ĚŝĨĨĞƌĞŶĐĞƐŶĞĞĚĞĚŝŶĐĂƌĞƉƌŽǀŝƐŝŽŶ 
'ĞŶĚĞƌĞĚ
ƐŽĐŝĂůǀŝĞǁƐ
ŽĨĐĂƌŝŶŐĂƐ
ǁŽŵĞŶ ?Ɛ
ǁŽƌŬ ?ŚĂƐ
ĞĐŽŶŽŵŝĐ
ŝŵƉĂĐƚ 
 Income & 
employment 
 Financial literacy 
 Economic resources, 
access to credit, 
insurance, debt 
 Palliative care 
literacy 
(experience/skill as 
carer) 
 Values/motivation 
to care 
ĂŶĚ ?Žƌ 
